Improving emergency care for people
with developmental disabilities

What does the research tell us?
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e Women's Hisalth Initiative (WHI), de-

ribed by Matthews et al. ( 1997),

such an excellent idea that it should be

panded (o include research on under-
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Wum with MR/DD are @t greater
ik for developing significant health prob-
ms than their non-MR/DD counterparts.
s & group, they receive significantly less

nificant fear of examination. This fear
is common according bo the doctors at
our university who are experienced on this
issue.

In conclusion, the health care needs
of women with MR/DD require special
study and cannot be assumed by extrapola-
tion from a general populstion study sach
us WHI We call on the National Institutes
of Health 10 expand fts efforts in women's
health 1o w dstions and 1o
include specifically health studies of

with MR/DD
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Women's Health Initiative: Why now?
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101-116,

issues pertaining 10 the voluntariness of &
confession or related fssucs such as an
individual's capacity to wnderstand
Miranda rights.

The three types of false confessions
autlined in the current typology arc volun-
tary, coerced—compliant, and cocrced-
internalized false confessions. One of the
limitations of this descriptive :)-pohslr.
however, is that it focuses almost ex
sively on police in) me.la as
the major source of coereion for producing
a false confession 1o & crime.

that may impact on a pasticular case. In
this way, rescarch might hegin to focus on
i i the

50 that
will have even broader practical wtility.

t is important o scparate the three
types of false confessions into two broad
categories: one that comsists of confessions
ithout any cocrcion (i.e., vohun-
) and onc that con-
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Family caregivers play an import,
intelleciual disability (ID) and

challenging bebaviors qacross the :
parents of people with D may vary depena'm,g o
child and the severity of mental bealth problems. Qften, tndividue
with [0 experience bebavioral crisis, and the puirpose of this st
is to understand parents’ service whiliza
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sts and commented on service n
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the Need for Heip Questionnatre (Do
All parents bad bigh levels of service
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Service Utilization Patterns in Parents of Youth
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Are adults with developmental disabilities more likely
to visit EDs?™

To the Editor,

This brief report presents the first North American
population data on rates of emergency department (ED) use
among adults with intellectual and developmental disabil-
ities (1D} relative to the general population. Individuals
with 10D are at preater risk for health problems compared
J Child Fam Stud (2012) Z1:457-465
DOL 10,1007/ 10826-011-949%9-3

Haowever, through linkage of several health dat
[eg, physician billing data, hospitalization da
Institute for Clinical Evaluative Sciences in Ontari
we were able to create a service-based 10D coho
without psychiatnic disorder, using a modified w
previously described algorithm [10] to evaluate
patterns. In brief, persons were ncluded in the [D]
they had 1 of the following diagnoses: pervasiv
‘mental disorders, mental retardation, fetal aleohol
and chromoesomal and congenital anomalies for
mtellectual or developmental disability is typica
[eg, Down syndrome).

Emergency department visits for 2 years (f
20072008 and 2008/2009) were identified
National Ambulatory Care Reporting System.
were compared for 2 [DD groups (those with and
pevehiatric disorder) as well as for 2 sroups wi
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ract  Hospital emergency departments are not well
ieer the needs of individuals with intellectual disabili
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wiell-established that parents of individuals
ctrum disorder (ASLY) experience significant
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noted that they received services, many found that service effe
tiveness was limited. A greater proportton of parents of youth rat
the information and mental bealth care for their child as effecti
comprared with parents of adults. Barriers to service access for pa
erits of youth centered around percefitions of thetr child's probie
bebavior, whereas parenis of adults focused on perceptions of
serpice system. Input from caregivers can belp identify deficienci
i1 the system that lead therm to crists and belp tatlor services fo me
thelr needs. Research is needed to further elucidate different wa
of engaging parents of youth and of adulls to belp them promo
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health issues, according i caregivers’ pempELtl\.us
Method Focus groups were conducted with one group of
unpaid caregivers (Le. family members) and two groups
of paid caregivers (Le. s1aff from community agencies)
from Ontario, Canada.

Results Caregivers identified a number of issues center-
ing on a lack of services, on respert, on keowledge and

peychiatric care of adults with TD in the ED)

Keymords: caregivers, emergency services, health care
delivery, Intellectual disability, mental health, psychiat-
ric crisis

experience related to raising a child with
1 disorder (ASD) has received considerable
tany years (Bristol 1987; Brookman-Frazee
et al. 2005). When compared to parents of
aping children and children with other dis-
5 of children with ASD often report higher

Intreduction

Mental health problems have been found to occur in
approximately £0% of adulls with intellectual disabilities
(I} who live in the community (Cooper ef al. 2007), and
psychiatric crises are a major reason for visits to the
emereency department (ED: Sullivan ef al. 20000 and for

Maost peaple with ID obtain care from paid or unpaid
(ie: family) caregivers in the community throughout
their lives {Heller ef gl 199%; Oliver e al. 2005). While
carepivers are aided by specialized supports and day-
time activities when people with ID are younger and
still in school, many of these supposts are lost during
the transition to adull services as a result of lone waillist
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levels of stress and poorer family funcioning {Dumas
19491; Konstantareas et al. 1992; Sanders and M
1997). This finding hoelds true for parents across geog:
regions and cultures, with children al varying age
functioning levels (Koegel et al. 1992).
Stress-coping models, such as the Double ABCX !
bbin and Patterson 1983; see Hassall et al. 20
iew of models) have been used to understan
p : of adaptation in parents of people with ASIY
related stressors (Bristol 1987). Accord
the Do ABCX Model, poor parent oulcomes, st
parenting stress (Duarte et al. 20035), marital pro
(Renty and Rocyers 2007), or mental health pro
(Stuart and MeGrew 2009; Minnes et al. 2007) w
f the severity of stressors and accumulati
. the family's resources, the parent's perce

itwation, and their coping styles. Poor {
ent can lead to situations of crisis when dema
rs cxceed parents’ capabilities (Patterson 198!
seurch has found that challenging behaviors ar
haps the most pervasive and enduring source of str
among individuals with ASD over the lifespan (Ha
2002; Tomanik et al. 2004). In a sample of 123 famil
toddlers with a pervasive developmental disorder,
behavioral and emotional problems contributed s
cantly to maternal stress, parental psychopatholog
perceived family dysfunction (Herring et al. 2006),
sistent with these findings, Hastings (2003) and Leca
et al. (2006) found that challenging behaviors of scho
children and adolescents were significantly associater
maternal stress. Lecavalier et al. also reported that bel
problems (specifically, non-compliance, conduct prot
and maladaptive social behavior) were associated
stress in parents and teachers of children and adole
with ASD. With regard to older individuals with

as
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ual disabilities (IDY), despite studies thar demon-
serate that individuals with 1D are more likely o
have psychiarric disorders (Dieb zoo1) and thar
individuals with I experience a greater number
life events than individuals without ID (Hatton &
Emerson 2004). The existing rescarch demonsra
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Ontario population study on ED and DD, Lunsky
et. al

* Average # of visits among ED users =3.0vs 1.7
* 1.7 times more likely to be admitted

* ED visits can be VERY IMPACTFUL
Ay

b




Ontario population study on ED and DD
* 25% of 18-24 y.o DD patients >= 2 meds
* 50% >= 2 meds by age 35




27 y.0. male w severe autism spectrum
disorder. Non-verbal.

Recent behaviour escalating to self-harm and
harming caregivers after long stable period.

ED referred to Psychiatry.

Psychiatry referred to Medicine.

Guess how long patient stayed in the ED?
Guess what the final diagnosis was?



DENTAL ABSCESS

e ....After 4 days in the ED, and a range of PRNs
to ‘manage his behaviour’....

* Dental pain is one of the commonly missed
diagnoses among adults with DD (see the
clinical Tip Sheets), and is well-established
precipitant of behaviour change.

e We all missed it.




Predictors of emergency visits in DD
* No crisis plan

e Living with family

* Previous emerg visits

 Gaps in primary care



What do we hear from patients and
families?
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«Lack of respect
Rights
4 Forced procedures
Treated for a different complaint
e Consent
Not given opportunity
e Chemical and physical restraint
Prior to alternative approaches

Lunsky & Gracey, 2009



e G L e o e vt cPgen fere !
with me. | was upset abou,ttltl,:ﬁo justle
and went to another hospita




The same day they sent her home,
she ran away...




“It was a bit difficult because the more
people came in with other problems, the
more anxious she got. Its not like a regular
individual who could understand the wait.”




“They don’t understand that
it is hard to be cooperative
I . .1 whenlam agitated.

LA
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What do we hear from
Emergency Department staff?
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hat expertise.”



. Wedon tseead
\ lot, but when we do,
A\ they are time

A\ consuming and
N, difficult...

Sometimes the same person com&, 3 to 4

times in a row'.
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" We are lirnted 2o medicate )

control emironment, and send ¢her

back. CThere s not riuch crisis

nurses can do. f\/eryéoc/y expectls

4(5 lo have a solwlion Zo d/proé/em
at’ s been érea_)r‘rg for vears. .
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How are we going to help
improve outcomes in our ED?



Example of the ED Intervention for patients with Developmental Disabilities

(. )

1} Front-line staff are trained to look for signs of DD, as well as simple, non-threatening
guestions that can be asked to help identify a suspected DD. See Screening section in toolkit.

Patient with DD
(or suspected) is
identified;
Documented

2} Agree on aterm to document and communicate it to colleagues. This could be “DD™ or “DD
CARES" of “query DD".

. J
I I

Consider if you can develop an electronic or automatic prompt that “pushes” this information out.*

Clinical tips
are pushed out

to treating
team members.

Tips for medical and nursing staff are provided Tips for Social Work are provided at the

point of care. Includes info on community

! @t thie point of care. Includes assessment strate-

gies & commonly missed diagnoses services and resources for pt/caregiver.

(522 MD and RN Tip Sheets) (See SW Tip Sheet]

Staff employ adapted approaches when social worker ligises with caregivers; may

Care is adapted interviewing, assessing and treating the call upon specialized DD services to see if

accordingly. patient. additional suppaorts are available.

1) Dear Dr. letter is created. Ideally, it is shared electronically with Family Physician/Case Manager.

Discharge
communication

& information
is enhanced.

2] Dear Patient letters are shared with patient, provided a clear language summary. Further, and
EXIT INTERVIEW (se= Tool) can be completed w patient/caregiver to enhance follow up.

3) Crisis Planning is discussed |, as are tips for preparing for future emergencies (by SW, RM, etc.).

*see electronic infrastructure Hip sheet for ideos.




 Enhance Communication
With patients: Practical interview tips
With eachother: Document DD in the chart
* Fill Knowledge Gaps
Medical issues specific to DD clients
Community resources for this population
e Fit these resources into our ED Context

Recognize time and shift-work realities in the ED
Embed into electronic or existing infrastructure.



Identifying People with DD

&aﬁ Enhance Recognition to improve ED response

Barrier: Discomfort with “labelling”

Faeilftator: Highlight benefits TO THE ED

Health Care Access Research
and Developmental Disabilities

22



&aﬂ Use of best evidence tools, strategies & techniques

Integrating resources into ED best

Barrier: practices & procedures.
Faoiltalore Understanding ED best practices and

procedures and customizing accordingly (e.g.
electronic prompts, visual aids, just-in-time).

23



A All

5 Behaviour is

C Communication



We know how to do this... we just have to
remember TO DO it

Slow down, sit down

Body language is important

Pick up on their verbal and non-verbal clues
See the clinical TIP SHEETS.

Laying down the law.... Not likely to help!



Educational Videos

‘poor care’ scenario:
https://vimeo.com/camheducation/review/73944562/2eec28eb53

‘improved care’ scenario:
https://vimeo.com/camheducation/review/73945180/97da0eelaa

Health Care Access Research 2 6
. and Developmental Disabilities



Discharge Planning

&aﬁ Improve information given to patients and
providers & reduce future repeat visits

Barrier:  \WORK FLOW, WORKFLOW, WORK FLOW !!1

Facilitator: Ownership across the ED process &
Minimizing additional work for staff






Submitted by D Hefferon

referral Form SelectVersion v

2 Was the visit triggered by a behavioural issue (pick best response} Mo >
3. Was the wisit triggered by/accompanied by mental health issues? (pick best response} | Mo b
4. Collateral information was obtained from: | Motrequired >

5 Was a DD CARES hospital passport/Aboutie document (or similar) used during this visit? [ Yes [ No [ Don't Know
6. Did the patient come to the emergency department with a crisis or care plan? [ Yes [ No [0 Don't Know

7. Investigations [ Yes [ MNo
If Yes: cBC O electrolytes [ Cardiac enzymes [ Other bloodwork [ Cultures [
Any Abnormalities detected [ Yes [ Mo

Imaging
If Yes: XRay [ Ultrasound ] CT Scan [ MRI [ EKG [ Other ]

8 Mew medications: [ Ye medication |MNotapplicable |+ Name of Medication

9 Referrals made: [ Yes

Wi
hite yoy Werg herg, You say

Hefte
. ron,
YDU It éce"/ed e n
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